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Abstract

Advocating and lobbying for changes in legislation is rarely a simple task, often taking many
years of hard work. Sometimes it can be achieved by a single person, but more often than not,
it requires a concerted effort by a group of people. Quite often, their need to create change will
not be born out of a single event but will arise out of a multitude of events or perceived
injustices during their lives. Damian Adams will take you on a personal journey of how he has
been involved in various changes to legislation and policy in Australia.

This lobbying has culminated in recent amendments to the South Australian Assisted
Reproductive Treatment Act and current amendments being debated that would overturn
decades of gamete donor anonymity by granting donor-conceived adults’ retrospective access
to identifying information on their biological father/mother, the donor. The proposed
amendments would be only the second time that such retrospective access has been granted
in the world. These amendments would be following and building on pioneering legislation
introduced in Victoria, Australia, as Narelle’s Law.

By examining how changes in the law have occurred around the world, and which have gone
against decades of secrecy, culture, and lobbying by powerful interest groups such as fertility
clinics and clinicians, we can understand some of the processes and steps required to attempt

to change the law in other jurisdictions.
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Presentation

Hello. My name is Damian Adams and I'm here to talk to you today about my own personal
journey for creating legislative change here in Australia and South Australia. But first, a little
bit of background about myself. | was conceived by donor sperm in 1973 at a public hospital
here in South Australia, which would become the first sperm bank in Australia in 1972. | grew
up always knowing | was donor conceived, which was highly unusual for the time as most
parents were told to keep it a secret. However, my parents realized the value of telling the truth

and that my welfare would be better served by knowing my origins.

Growing up being donor conceived wasn't really an issue for myself as | was too busy being a
child and going to school. | really wasn't that interested in seeking information on the donor,
my biological father. In regards to information here in Australia, most people conceived after
2004 have access to identifying information on their biological parents with the exception of

Victoria, which gained access a little bit prior to that.

For everybody else like me conceived prior to 2004, we do not have access to identifying
information. In South Australia, legislation allowed the access to non-identifying information,
which | decided to seek at the age of 15, because | was having difficulty with my identity
construction. It was quite a traumatic time for me. We approached the clinic, who said that the
records were destroyed. Then five years later at the age of 20, | needed some health
information on the donor because | had doctors who could not identify and diagnose an illness

that | had at the time. We went back to the clinic and the story from the clinic had changed.

Now, they said that the records were lost, that they weren't destroyed. This raised some red
flags for us. We then submitted, what's called a Freedom of Information request. Here in
Australia these are a statutory binding requests simply because of the fact that these records
were my mother's treatment records and legally they belonged to her, and therefore she could
request them. Now the clinic, funnily enough managed to actually find those records and they
did actually exist, showing that they lied to us. Many other donor-conceived people here in
Australia have found the same thing that they have been lied to by the clinics and they've found

this out when they've submitted a Freedom of Information request.

However, even though we now had this information, we didn't have identifying or non-
identifying information and the clinic would not match the donor code to any donor records for
us. Fast forward to 2003 and | started a family of my own. | had grown up always supporting
donor conception and anonymity, even though I'd suffered with my own identity construction
and other health issues. But this support was due to something known as existential debt. This

is where we think that the reason for our existence, must be supported, because otherwise we
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wouldn't exist. However, there are many different arguments against having to feel grateful for

the method of our conception, which is a topic for debate another time.

It was the birth of my daughter, which changed my perspective 180 degrees. | got to see myself
in my daughter and the connection that we had, which was something that was missing in my
own life that | didn't have. This was the mirror of myself that would be seen in my biological

father. It really became a light bulb moment or an epiphany.

From there, even though | couldn't get access to information for myself, which would assist my
own personal journey, even if | couldn't get that, | felt that if | could do something to prevent
other donor conceived people from going through the same trauma and situation that | had,
that | would do that. | then undertook doing some advocacy. The following presentation I'm
doing for the rest of today will include just a snapshot of some of the advocacy we've done
here in Australia with the inquiries and legal reviews. It is not exhaustive, but it is just to give

you a little bit of a picture of what has gone on.

After the birth of my daughter, | started campaigning for donor conceived people’s rights. That
included writing to the Australian Human Rights Commissioner, the Federal Minister for Health
and Aging, the South Australian Premier, two health ministers here in South Australia, as well

as every single South Australian politician in both the upper and the lower house of parliament.

The only politician that really responded to my request was the Honorable Bob Such, who took
my case to South Australian Parliament. From which we achieved some amendments in 2009,
that saw the introduction of a voluntary registry in South Australian Law. But unfortunately,
there was a caveat in there and a clause in which it stated that the minister may keep a register
rather than the minister must keep a register. Subsequently because of that, we still don't have

a register to this day.

In the following year, a group of donor conceived people including myself and members of the
donor conception support group of Australia, including recipient parents submitted a petition
to federal parliament. This leads to the establishment of the Senate inquiry into donor

conception practices here in Australia.

As a result of that inquiry, there were a bunch of recommendations which included to have
nationally consistent legislation, because here in Australia donor conception is governed by
state law and each state has different legislation. It suggested that we should have a register
for donor conceived people, as well as the protection and welfare of donor conceived people.
It suggested and recommended that we maintain the prohibition of anonymity as well as

include donor limits.

It was a total of over 30 other recommendations. However, because health law is a part of state
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jurisdiction, this inquiry achieved very little. In the following year in the state of Victoria, they
held a state based inquiry. The chair of this inquiry admitted afterwards, that they actually went
in believing that they would uphold the status quo and not make any changes to the access of
identifying information. However, they listened to the stories of the donor conceived people.

They listened to our pain, our trauma, our suffering, and when we cried, they cried.

The chair of this inquiry also stated after the inquiry that the committee was convinced that
this right referring to the right to identifying information on the donor must be given precedence
over the wishes of those donors who would like to remain anonymous. They recommended
retrospective access be given to identifying information which would become the world’s first.
However, changes to law always take time and it wouldn't become implemented until 2015 and
be called Narelle's Law after donor conceived person, Narelle Grech, who appeared before this
inquiry. Narelle had terminal bowel cancer. Because of her situation, the Victorian premier
intervened and Narelle got to meet her biological father, but sadly three months later she

passed away.

In the same year, | decided to undertake a doctor of philosophy by research because I'm a
medical research scientist, who has worked in the labs and was surprised by the lack of
research that had been conducted into the outcomes for donor conceived people. Some of this
had been qualitative research, but there had been very little in the quantitative field. Here in
South Australia and as well as in other states and Australian legislation regarding donor
conception and other areas of child welfare, it often states that the welfare of the child is to be
paramount. But in regard to donor conception, if no one has investigated our welfare from a
guantitative perspective then how do they know whether our welfare is being treated as
paramount? | undertook an investigation into the quantitative welfare outcomes of being donor

conceived.

Then in 2014, | challenged my birth certificate in a court of law. The man listed on my birth
certificate is not my biological for father, as it is for any other normally conceived person here
in Australia. What | wanted was an accurate record of my birth to remove the man listed and
to leave it blank, because | did not know at that time who my biological father was. Furthermore,
my dog and other livestock such as cattle and sheep have a more accurate birth record than |

do, which is incredibly dehumanizing.

| had three appearances in court representing myself with evidence, which was unequivocal to
prove that the man who was listed on my birth certificate was not my biological father. The
Attorney General's office was worried about what my challenge would actually represent, sent

three lawyers to challenge me in court to make sure that | lost.

| received judgment in 2015 rejecting my application. In effect this basically meant that every

17



H272FHLX Damian Adams
EREDT-HDIANSHATEZE

A Personal Journey For Legislative Change

other South Australian can rebut paternity, which means that they can all challenge paternity,
except donor conceived people. Meaning that donor conceived people here are essentially

second-class citizens.

Also in 2015, we held a conference in Australia for donor conceived people. At the time we
believed this was perhaps the largest gathering of DC adults in the world in a room, with a total
of 47. We had presentations including personal stories from donor conceived people,
information on the rights of donor conceived people in Australian states and around the world,
and information on DNA testing, which is something that many donor-conceived people are

now doing and being able to find their biological families through these methods.

We had information on advocacy as a group rather than as an individual, advice from politicians
on how to advocate, as well as presentations from a human rights judge. Consequently, we
now have groups of donor-conceived people who now advocate together in a much more

organized and strategic fashion.

In 2016, a group of South Australian donor conceived people lobbied the politicians for a change
in law. We now had a greater response from more politicians. We had many responses rather
than a single one previously, partly because there is power of being able to advocate as a group
versus one person. We also had the politician that attended the Donor Conception Conference
who championed this cause. Subsequently there was a review of the legislation conducted by
Professor Sonia Allan, who is a legal academic specializing in reproductive technology and

donor conception.

This review recommended retrospective access to identifying information being given
retrospectively to donor conceived people, which would be the same as occurred in Victoria.
The South Australian government agreed to implement these recommendations. But
unfortunately, an election occurred shortly after, we had a change in government and the new
government did not commit to these recommendations. However, we were able to bring in
some of these changes later through a private members bill, which was put in on the back of a

surrogacy bill.

Then in 2018, | had somewhat of a family reunion. | had clues on who my father is with the
donor code and I'd conducted numerous different DNA tests. Then we had a match with
somebody who may possibly be an uncle and who agreed to take a DNA test for me. This test
confirmed that he was indeed my uncle. His family then contacted all of the brothers, with one
confirming that he was indeed a donor. He had traveled from Queensland, where they all lived,
to South Australia to be a donor, which was paid for by the clinics. He agreed to meet me and
my children, which are his grandchildren at a family reunion in Queensland. We flew across the

country to meet them all.
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In 2018, | finally found a group of people that were similar to me, in looks and behaviors. In this
image here, you will see a picture of my wife and my children, and my uncles, aunties, and a
cousin. However, sadly, two days before the reunion, my father decided not to meet me. We

hadn't spoken up until that time and all communications had occurred through his family.

However, 18 months later and out of the blue, | received a phone call from my father and he
was now ready to meet me. | flew back to Queensland where | finally met him. We have

extremely similar looks and personality traits, and we are still in constant contact to this day.

In 2019, a group of 16 donor conceived people, including myself and a surrogacy conceived
person from around the world converged on the United Nations in Geneva, Switzerland for the
Thirtieth Anniversary of the United Nations Convention on the Rights of the Child.

We did a presentation on the topic of children's rights in the age of biotechnology, which
focused on children who were conceived from reproductive technologies. We had received a
standing ovation, and at this conference | ripped up my own birth certificate in front of the
United Nations. The outcome of this conference for us was that we put together five

recommendations for donor conception to occur, which | have listed here.

| don't have time to go through these with you today due to time constraints. But if you would
like to see these, they are freely available online or you are free to contact me and | will send

them to you.

Currently in 2021, we have a South Australian Amendment Bill for Donor Conception, which is
currently under public consultation and review. What this amendment bill would mean is that
we would finally not only have this donor conception register, but it would also include
retrospective access to identifying information, which would overturn previous anonymity
agreements, making South Australia the second jurisdiction to do so. The register should be
and must be operational by the end of 2021. However, sadly COVID has impacted that a little
bit and it is delayed, but we are still hoping that it may be implemented by the end of this year.
Without the amendment bill, the register will only be prospective rather than retrospective. This
amendment bill also proposed to include the ability to change a birth certificate with a donor's

consent and also a DNA test, so | may eventually be able to have a truthful birth certificate.

| also finished my Ph.D. this year from which | found that donor conceived babies are at greater
risk of being born of low birth weight, preterm delivery and of having increased incidences of
birth defects, which is dependent on whether they were born from donor sperm or donor eggs
and embryos such that the risk for those people conceived with donor eggs and embryos is

greater than those conceived with donor sperm.

We also found that donor conceived adults also were more likely to suffer from a range of
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physical and mental health outcomes. We also found that this was associated with maternal
complications of pregnancy, such as preeclampsia and pregnancy-induced hypertension. This
all falls under what is known as the Developmental Origins of Health and Disease (DOHaD)
phenomenon, which stipulates that those people who were born of poorer outcomes such as
low birth weight or preterm delivery are more likely to go on and suffer adverse outcomes in

their health later on in life.

From this, we were able to conclude that the welfare of donor conceived people indeed had

not been treated as paramount in this state or country.

In conclusion, what I've found along this journey is that getting legislative change is a very long
and painful process. We have had fertility clinics and clinicians oppose us every step of the
way and have even made derogatory comments about us in the media. Of which | haven't
mentioned along this journey is the countless newspaper, TV, and radio interviews that donor
conceived people have undertaken, which has been needed to frame public debate and draw

our attention to the issues.

What we've also found is that it's vitally important to connect emotionally with the politicians
and the community as they need to understand and connect with our pain and trauma. We've
also found that getting a group together is a far more powerful way of achieving advocacy and
that also having people with a professional status and knowledge helps such as lawyers,
scientists, and ethicists. Also it has also been important to link to other sociological
phenomenon, such as adoption. We've also found it’s been vitally important to have a champion,
such as a politician, to help drive this change and to have a logical argument that is based on

law, ethics and science.

Thank you for your time.
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Presentation Slides

AV e . 77”- ﬂv
International Forum:

Right to Know:Donor Inform@tion from the

Damian Adams, PhD
CAUTION:

LIQUID NITROGE N 29 August 2021 - Japar

Conception By Donor - 1973

Conceived at a public hospital clinic — the first sperm bank in Australia
opened 1972.

Grew up always knowing | was
donor conceived (unusual).

Wasn’t an issue as | was too busy
being a child.
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The Search For Information

In South Australia, legislation allowed the access to non-identifying
information at age 15 (1989), but not identifying info
(conceived post 2004 = yes).

Clinic said the records were destroyed.
Age 20 needed health information on the donor.
The narrative from clinic changed — records were just lost, not destroyed.

Freedom Of Information request (statutory binding request) showed they lied
—records existed (many other DCP been lied to - FOI).

Clinic would not match the donor code to any donor records.

Family Of My Own - 2003

Growing up | supported DC and anonymity
- even though my own identity construction was adversely affected,
- existential debt.

Birth of my daughter changed my
perspective 180°

Saw myself in my daughter but did not &
have my father to see myself in. \ :
W

Epiphany (
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Early Advocacy for Legislative Change

Following presentation of some advocacy is not exhaustive of all Australian
inquiries and legal reviews but presents a snapshot (picture)

Shortly after the birth of my daughter | started campaigning for DC rights:
- Australian Human Rights Commissioner,
- Federal Minister for Health and Aging,
- South Australian Premier,
- South Australian Ministers for Health (x2),
- Every single South Australian politician in both upper and lower house.

Hon Bob Such MP took my case to SA parliament achieving amendments in
2009 which saw the introduction of a voluntary register in SA law — but........

Federal Senate Inquiry - 2010

22 Feb 2010, DCSG submitted a petition to Federal Parliament
- established the Senate Inquiry into Donor Conception Practices in Aus.

Recommended:

- nationally consistent legislation,

- a register,

- protection of welfare of DCP,

- maintain prohibition of anonymity,
- donor limits,

+ over 30 other recommendations. |

Health law = state jurisdiction
. inquiry achieved little.
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Victorian Parliamentary Inquiry - 2011

Chair admitted post-inquiry that they went in believing that they would
uphold the status quo — not make any changes.

They listened to the donor-conceived. When we cried. They cried.

"The committee is convinced that this right must be given precedence, even
over the wishes of those donors who would like to remain anonymous.”
- recommended retrospective access to identifying information (world 1%

Changes to the law would take time — Narelle’s Law (2015).

In the mean-time the Victorian Premier intervened.

Narelle died 3 months after meeting her father.
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Doctor of Philosophy — by Research - 2011

As a medical research scientist working in laboratories | was surprised by the
lack of research into the outcomes for DCP.

Some qualitative research but very little quantitative.

Legislation states that the welfare of the child is paramount but........
no one had investigated their welfare from a quantitative perspective.

Investigation into quantitative welfare outcomes of DCP.

Birth Certificate Challenge - 2014

The man listed on my birth certificate is not my biological father.

Wanted an accurate birth record — remove the man listed and leave it blank.
My dog has more accurate birth record — dehumanizing.

3 appearances in court with evidence proving the man listed is not my father.

Attorney general’s office challenged my application
- 3 lawyers to make sure | lost.

Judgment received 2015 — every other South Australian can rebut paternity except
DCP = 2"d class citizens.
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National Donor Conception Conference - 2015

Largest gathering of DC adults in world at the time (47)

Presentations included:
- Personal stories from DCP,
- Current rights for DCP in Australian states and around the world,
- DNA testing — now so many have found their family,
- advocacy as a group rather than individually,
- advice from a politician on how to advocate,
- human rights judge.

Groups of DCP starting advocating together - more organised and strategic.

South Australian Legislative Review - 2016

Group of South Australian DCP lobbied politicians for a change in law,
- had greater response from more politicians (many versus one),
- politician that attended DCP conference championed the cause,
- review conducted by Prof Sonia Allan (legal academic).

Review recommended retrospective access to information (same as Victoria).

Government agreed to implement the recommendations:
but........... election..............change in government
- new government did not commit.

Changes brought in through private members bill on back of surrogacy bill
(2018).
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Family Reunion - 2018

Clues on who my father is:
- donor code,
- conducted numerous different DNA tests
- contacted a possible uncle who took DNA test — confirmed uncle

- they contacted a brother who confirmed he was a donor (Qld — SA).

He agreed to meet me and my kids (his grandchildren) at a family reunion
in Queensland (across country).

Family Reunion - 2018

| had finally found people that were similar to me.

2 days before the reunion he decided not to meet me. We had not spoken.
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The Apple Does Not Fall Far From The Tree
18 months later | received a phone call from my father.

He was now ready to meet me.

Fly back to Queensland.

United Nations — 30" Anniversary UNCRC - 2019

UN — Geneva, Switzerland — 16 DCP and a surrogacy conceived person from around the world
—> Standing ovation —ripped up my birth certificate.

1) Ensure the right of donor-conceived and surrogate-born children to access information about their identity and
origins regardless of when these children were conceived and born, and to preserve relationswith their biological,
social and gestational families.

2) Ensure that comprehensive and complete records of all parties involved in the conception of the child be held by the
State in perpetuity for future generations.

3) Respect and promote the full and effective enjoyment of all the rights of donor-conceived and surrogate-born
children in both the immediate and longer terms.

4) Ensure that the best interests of the child be the paramountconsiderationin all relevant laws, policies and practices
and in any judicialand administrative decisions. This requires a best interests assessment pre-conception on a case-by-
case basis.

5) Prohibit all forms of commercialisation of gametes, children and surrogatesincluding, but not limited to, the sale and
traffickingin persons and gametes.
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South Australian Amendment Bill - 2021

Currently under public consultation and review.

Donor conception register — retrospective access.
- overturning previous anonymity agreements (2" jurisdiction),

- must be operational by end of 2021.

Also proposed to include the ability to change BC with donor’s consent and
DNA test.

PhD — Completed Journey

DC neonates at greater risk of low birth weight, preterm delivery,
birth defects (sperm v egg/embryo).

DC adults reported increased:

- diagnosis of diabetes type 1, thyroid disease, acute bronchitis,
environmental allergies, sleep apnoea, attention deficit disorder,
autism and depressive disorder,

- experiences of seeing a mental health professional, identity formation
problems, learning difficulties, panic attacks, recurrent nightmares,
alcohol/drug dependency, and eating disorders.

Associated with maternal complications (preeclampsia & PIH) > DOHaD.

Subsequently, welfare of DCP has not been treated as paramount.
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H272FHLX Damian Adams
EREDT-HDIANSHATEZE

A Personal Journey For Legislative Change

Conclusion

Getting legislative change is a long and painful process.
- fertility clinics and clinicians have opposed every step.

Didn’t mention the countless newspaper, TV and radio interviews
needed to frame public debate and draw attention to the issue.

Need to connect emotionally with politicians and the community
—they need to understand and connect with the pain.

Getting a group together is far more powerful.

Having people with professional status and knowledge helps,
lawyers, scientists, ethicists etc.

Need a champion (politician) to help drive change.
Have a logical argument based on law, ethics and science.

Thankyou

damianhadams@yahoo.com.au

in
L
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Abstract

Since 2007, donor conception in Belgium is anonymous by law. Known donation is tolerated
under certain conditions but rarely occurs. Identity-release donation is illicit. Since 2012, donor
conceived adults are increasingly raising their voices, demanding legal acknowledgement of
their right to know their origins. Although different political parties are since then trying to
include donor offspring needs, no political consensus has been reached until today, so donor
anonymity remains the norm.

Born in 1984, | was donor conceived in an era without legal regulations. However, donor
anonymity was the de facto procedure and fertility doctors advised recipient parents to keep
the method of conception secret. At 21, | learnt | was conceived through anonymous sperm
donation because of my father’s infertility. This revelation came as a huge shock, hard to
recover from. The next years | spent fighting for my right to know my biological father. My
desperate search was met with hurtful criticism, denial, and degradation. At 31, | finally found
my biological father. We met several times. He is kind, and willing to answer all my questions,
which | am grateful for. However, finding him has not resolved all the grief. New challenges
surfaced, and | learnt that being donor conceived will never cease to be complicated and

troubling.
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Presentation

Good morning, everyone. It's morning here in Belgium. Thank you for inviting me today.

| live in Belgium, so | will talk a little about the Belgian situation, but also, we'll go into my personal
experiences as being a donor-conceived person. | often compare donor conception to an iceberg,
because it might seem simple on the surface, but underneath it is a giant hidden rock of
complexities which a lot of people don't know about, so | would like to talk a little more about these

complexities.

I'll first introduce myself. | was born in 1984, means 37 years old today. As the middle child of three,
| work as a clinical psychologist myself. | live in Belgium in Hoboken, which is the city where the
famous story of The Dog of Flanders is set. I've been told it's a famous story in Japan. | live together

with my boyfriend and our dog, and I'm conceived through anonymous sperm donation.

I will first introduce you in short to the Belgian history and the legal context of donor conception
before | go on to talk about my personal experiences. It is estimated that in Belgium, the first
medically assisted sperm donations occurred in the late forties, early fifties. The first sperm bank
offering frozen sperm was established in 1970. In the beginning, donor conception was only used
for heterosexual couples wanting to have a child, but since the early 80s also lesbian couples and

single women could have treatments with donor sperm.

It is estimated that today about 80% of the people getting donor conception treatments are leshian
couples and single women, so it's the large majority. By the late eighties, also egg donations were
carried out. During the 1990s, import of Danish sperm increased a lot and it is estimated that today

even two-thirds of the donor sperm used in Belgium is of Danish origin.

Until 2007, there was no legal framework regulating donor conception in Belgium. Clinics defined
their own rules. In actual practice, donor anonymity prevailed, so clinics kept the identity of the
donor secret and they also advised the parents to keep the method of conception secret to their
environment and the children. This has changed a little bit since the eighties and nineties, mostly
under the influence of lesbians and single women being treated more and more, because it's more

difficult for them to hide that a donor has been used.

The method of conception as such became more visible in our society, and that helped somewhat
to lift the taboo and secrecy, but it is probable that most of the heterosexual couples are still

preferring secrecy. Today it still often occurs that children are not told they are donor-conceived.

In 2007, the law on assisted reproduction was issued and this law is still enforced today. The law

prescribes donor anonymity as the first choice procedure, known donation is allowed in the sense
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that recipient parents can bring their own donor, a personal acquaintance. This option was actually
only included to compensate somewhat for the difficulty in finding voluntary anonymous egg donors.
It is actually rarely used for sperm donation. It's also advised against by the clinics. |dentity release
donation, as it is common in for example Australia or New Zealand or the UK or the Netherlands is

prohibited in Belgium.

Although one donor can supply to six families at maximum, there is no central register that keeps
track of the total number of donations across hospitals. Limits might be exceeded and it happens.
Eugenics is prohibited, but physical matching to the recipient parents is allowed. Commercialization
is prohibited, but flat trade compensations for expenses are allowed which means that especially
for sperm donors, when they don't have a lot of expenses to cover, they actually can make a good

amount of money by donating, so this is commercial.

Offering counseling prior to and during treatment is mandatory by law. But disclosure is not to be
explicitly advised. Today clinics advise parents to be open to their children, but there is a lot of

freedom and autonomy given to the parents so they can decide for themselves.

In Belgium, the activism by adult donor offspring kind of started in 2012 only, so not long time ago,
only 10 years. Our focus has been on political lobby, banning donor anonymity, also raising public
awareness about the rights and the needs of a donor offspring and establishing a donor offspring

community.

In 2015, parliamentary hearings were held where donor offspring were invited and heard our
opinions. Also different recipient parents were invited to speak, as well as academicians, like
ethicists and fertility doctors. This led to the submission of some new law proposals in the following
months, ranging from completely banning donor anonymity to establishing a double track system
where parents can choose between identifiable and anonymous donors, which I'm of course,
opposed to. But until today, no consensus has been reached. We're now six years later and donor

anonymity is still the prevailing norm.

At the end of 2015, the first Belgian donor conceived person was able to find her biological father
through a donor registry in Netherlands. This person was me by the way; | will talk about it later.
From 2017 on, more and more donor conceived people are using commercial DNA databases to
search for their biological relatives combining commercial DNA testing with genealogical research,
| think such as Damian did. It is becoming more and more popular and also leads to a lot of

successes in the past years.

Actually, this is the de facto end of donor anonymity. In 2021, so this year, the Flemish government
organized or established a so-called ancestry center, following parliamentary hearings as well to

give attention to the victims of forced adoptions that happened in the past. They have decided to
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establish this ancestry center as a means to repair broken family ties. Because of the similarities
with the questions of donor offspring, they also welcome donor offspring and donors to register and
have their DNA tested in this center, but the center just opened this year so I'm not sure how many

people are already registered.

But this means, we now actually live in this typically Belgian situation, this absurdity which is a
result of our very complex political situation where the federal law on the one hand still deprives
children of their rights to know their genetic roots, but at the same time, these children can apply
for DNA tests under Flemish law in the hope to find their lost genetic relatives. | expect this situation
not to last very long anymore and that donor anonymity will be legally prohibited by federal law as

well soon. These are some references to back up my story, the facts and data of the Belgian context.

| will now move on to speak about my personal story. | was conceived in the fall of 1983 through
anonymous sperm donation because of fertility issues on the part of my dad. My parents were told
to keep it a secret for me as well as for my siblings and for their environment, so they complied.
During my childhood, | actually felt quite disconnected from the rest of my family, especially my

paternal family. | felt like an outsider.

Maybe | should mention my parents divorced when | was eight and my dad moved out of our home.
We visited him every Sunday, but we grew more and more distant. And when | was a teenager, |
was really struggling with this distance. | felt estranged from my dad. | was often wondering how
on earth it was possible that | descend from this man. There was no recognition, no connection, no
involvement from his side, but | felt very ashamed and very guilty about this distance | experienced.

| figured | must be a bad daughter for having these feelings and thoughts about my own dad.

When | was 21, | just had another nightmare about my dad and | was venting my feelings about it
to my mom over breakfast, which wasn't the first time, by the way. And suddenly she became
nervous and she said, well, | need to tell you something that | should have told you a long time
before. Your dad is not your biological father. And | remember bursting into tears asking questions,

what, how, and she explained.

| felt really shocked and upset, but at the same time, it was also like this giant ‘aha-experience’.
Finally my confusing feelings that | had for a long time made sense, but anyway, that moment was
extremely disturbing. | stayed in bed for two days. | couldn't eat. | was crying the whole time. | felt
sick. | felt revulsion towards my own body. My own skin, my appearance; looking in the mirror was
awful. | felt estranged from my own reflection. | went through this massive identity crisis and also
existential crisis, you could say. Because the world as | knew it had fundamentally changed, the
order of things had collapsed. Everything | thought | knew could just as well be a lie. | was a lie. |

lost this very basic form of trust that no one should ever be losing. As a human being, you need this
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form of basic trust to survive in this world.

When | look back at how | was lied to for 21 years, by my own parents about such a fundamental
thing, it's a bit weird that | wasn't angrier with them. | guess, seeing my mother cry while she was
telling me the truth, hearing about her own struggle with the secrecy made me empathize with her.
| realized that the secrecy was to be understood within a certain ‘zeitgeist’ and that they had acted
with good intentions. And this became a massive recurrent theme in my experience of being donor
conceived: if | don't want to upset my parents, or donor conception parents in general, | need to hide
or downplay my own anger and my own grief. From that day on, day after day after day, | have been
learning that my feelings of loss and betrayal are an inconvenient truth for others. Please remember

that this is a crucial issue for many donor-conceived people. It really shouldn't be that way.

Back then, my mom had asked not to talk about it with other people. It made me feel very lonely. |
was a 20-year-old girl studying at university, hanging out with my friends, discovering the world.
And at the same time, | was losing myself and | was not allowed to speak about it with anyone. |
felt like | was carrying a shameful secret - | was the shameful secret. It took me several months
before | gave myself permission to talk about it with my closest friends. For years, this was

impossible without bursting into tears. | kind of kept hiding my struggle most of the time.

In the months and the years that followed, a lot changed. My life had changed as | was slightly
getting used to the notion of being donor conceived, | started to wonder what kind of person my
biological father would be, who was this man that delivered half of my genetic makeup. My
awareness grew that there was one specific man out there, which | had a unique and significant

relation with, but | had no idea who he was.

| could run into him just like that on the street without realizing it. | became this person that was
extremely perceptive of middle-aged men with blonde hair and blue eyes on the streets, in the
supermarket, on the train. Everywhere | went, | started scanning every man for recognizable features
and decided whether or not they could be my father. | can assure you, it's not a fun thing to do. It's

disturbing, but | couldn't prevent it from happening.

When | was searching for information on the Internet, | learned that | had no rights whatsoever in
this story. It seemed, | just had to accept that | would never know where | came from. That was
really hard for me to take in. I've always been quite sensitive to matters of injustice. After a few
years of fantasizing about breaking and entering and stealing my file, | decided to write a polite and

sincere email to the head of the fertility clinic, where | was made.

| explained that | struggled a lot. | struggled a lot not knowing anything about my biological father
and | asked for help. He never replied. When | called the clinic — the office, the desk, they gave me

an appointment with a psychologist who basically just dismissed me. She didn't even want to tell
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whether my files even existed or not. Later, | would see the same fertility doctor declaring on
national television that they never had donor conceived people come forward asking questions. I'm

100% sure, | wasn't the only one.

As | learned more about the history and the current practice of donor conception, it became more
and more clear that | was fighting against the powerful fertility industry that took no responsibility
at all for the wellbeing of the products, the human beings, that they are still conceiving every day.
Being donor conceived wasn't just an issue anymore between me and my parents. From then on, it

became a thing between me and society. But | felt very powerless and very alone.

In 2011, | met my first fellow donor-conceived person. She kind of traveled the same journey as me
and she was also very eager to take action and fight for her rights. It felt so good to finally talk to
someone who deeply understood my struggle. It gave me strength. | was not alone anymore.
Together we connected with several other donor conceived people. And throughout the years, |
might have met dozens of them all over the world online and offline. Meeting fellow donor conceived
people, struggling with the exact same issues as | did, has been vital for me. It really is the best

antidote for the overwhelming guilt and shame that comes with being donor conceived.

On the other side, meeting all these people also deepened my understanding of how huge the
problem is. It amplified my frustration about a massive systematic injustice. It's heartbreaking to
know that everyday children all over the world are still born into lies, deception and irreparable loss

of their biological family.

In 2012, | entered a new stage in my life where | would be a donor offspring rights activist. | did a
lot of interviews, talked to politicians, spoke to a lot of recipient parents or intending parents. I'm
really happy | did all this because it truly helped a little bit in raising public awareness, setting
something in motion on the political level. | also met wonderful people along my journey, people all
over the world who are supportive, like for example, Ken Daniels and Yukari, which I'm very grateful
for. But there's a very, very big however here. It's hard to explain in just a few minutes how extreme

the emotional toll is of this activism.

Again, this not only pertains to me, | share this experience with many donor-conceived people
around the world who stick their necks out. A long time ago when | was still very naive, | thought
that if | just explained what's wrong with donor anonymity and certain aspects of donor conception,
people will understand and will of course not repeat the mistakes of the past because they want
the best for their children, | figured. Well, was | wrong! Apparently, it's very hard for many people to
just listen and empathize with donor conceived people and to take their need seriously. Many people

react defensively. They just don't want to hear it.

As | told you before, our feelings are an inconvenient truth for many. While | was sticking my neck
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out, not for my own pleasure, but in an attempt to make a change for future generations, | have
endured years of constant criticism, denialism, being ridiculed, dismissed, patronized, intimidated,
gaslighted, overpowered by recipient parents - and of course, | can empathize with their feelings as
well, and their resistance - but also by politicians, by academics, by fertility doctors and random

people on the Internet - especially the latter can get really nasty.

I'm not going to go into detail about all the nonsense on this slide and why they are nonsense, but
just remember that all these comments, they induce shame and guilt, and they constantly make us
guestion the validity of our own grief. That's not healthy. It shouldn't be this way. What happens is
that | actually crashed in 2015. | crashed at work. | completely shut down. My doctor sent me on
sick leave for three months. Before | was even able to process what had happened, why | had

crashed, | was surprised by a phone call.

In 2012, when | was participating in a TV documentary as a donor-conceived person, we visited the
Netherlands, the organization, FIOM that runs the donor registry for Dutch donor conceived people.
We decided to let them take my blood sample and have my DNA analyzed just to be able to film the
whole process. Because of course it didn't really make sense to go searching for my biological father

in the Netherlands, in another country.

Anyway, my biological father happened to have watched the show and felt very moved by my story.
He decided he wanted to be findable for his donor offspring, not realizing he had been listening to
his own biological daughter. He waited for a Belgian donor registry to be established, but as this
wasn't happening, he finally decided to go to the Netherlands and have himself registered there. A

few months later, a DNA test confirmed our relatedness.

When the social worker told me the news on the phone, | was completely over the moon. | had this
most spiritual experience of my whole life that day. It felt like | was suddenly the middle of the
universe and everything made sense. | also felt so powerful and victorious because | realized that |
had achieved this myself in spite of all the obstructions. By telling my story on TV, my message had
reached him. It felt like | had won the battle against a law, against a fertility lobby and everyone
who had been telling me for 10 years that | had no right to know him and that he didn't care about

me. | proved them wrong.

We met for the first time on the 30th of November, 2015. We spoke for six hours straight. In this
one meeting, | exchanged more words with him than | ever did with my own dad during my whole
life. It's not exaggerated. | recognized myself in facial traits, in his character, his habits, interests,
values, humor. It felt so good, as if my roots had finally found fertile earth and were sucking up all

the water. He brought pictures of himself at various ages, pictures of himself, of his relatives.

| could finally see the whole picture, my whole picture. When | look at myself now in the mirror, |
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don't see a stranger anymore. It totally makes sense that | am the child of my mom and of my
biological father. | was finally liberated from scanning random men in the streets. It was very
restorative for me to meet my biological father. | felt really validated. He understood that | needed

to find him. And that was the most important thing: | mattered to him.

Now you might think that this is the happy end to my story, while actually, it's not. | had found so
many answers, which I'm still very grateful for, but new questions emerged. Now there was this
man, this very, very kind person who was so happy that he found me. And of course, | shared that

sentiment, but when my initial euphoria faded, | also felt so many other things.

It's like, | also entered this new -- this next mindfuck, of being donor conceived. Who was this man?
What does he mean for me? What kind of relationship should | have with him? | was confronted
with new layers of loss, actually. | was 31 and | just met the man who is actually my original father.
But at the same time, this man is a complete stranger to me. He was looking at me with the gaze of
aloving father watching his daughter and it just, it didn't feel right for me. It felt really uncomfortable.

It was like | just couldn't pick up where he left me 32 years ago in a jar in the hospital.

But again, | felt really guilty for being ungrateful again. It was really hard for me to realize that so
soon after this euphorious and victorious experience as a donor conceived person, | was back in the

position of the child trying to comfort the parent.

After | found him, | needed to concentrate on different things. | was so tired of being absorbed all
the time by the whole donor situation. But unfortunately, this year | experienced another health
crisis. | was exhausted again. | had pain all over my body. | needed to quit work again. | have been
diagnosed now with rheumatoid arthritis. But while | was recovering, staying at home, | was again
overwhelmed by this great sadness. And it's only now that I'm realizing and learning a lot again
about how | have been dealing with being donor conceived all this time. I'm realizing that | have
suppressed a lot of anger, that I've been censoring my voice, downplaying my feelings,
intellectualizing my grief, my anger always because of guilt, shame, feeling responsible for other

people's comfort and also to protect myself, | guess.

It's during this realization that Yukari contacted me a few months ago and asked me to speak
at this forum. It's been several years since |'ve spoken publicly about the topic. | agreed and |
promised myself to speak today without censoring my voice, not only for the sake of my own
healing, but also for every donor-conceived person who has a hard time speaking up for
themselves. | know this is a daily struggle for many of us. I'm done. | think | still censored myself

a lot, but I'm growing. | thank you very much for listening.
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* |dentity-release

= 2007: Law on Assisted Reproduction

* Donoranonymity is the norm
* Known donation is allowed (but rarely occurs and is discouraged)

donation is prohibited

¢ Max. 6 families (but no central register exists)
* Eugenics is prohibited (but matching is allowed)

* Commercialisation is prohibited (but flat-rate compensation for
expenses is allowed)

¢ Offering counseling prior to and during treatment is
mandatory, but disclosure is not to be explicitly advised = I _.R
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* identity crisis, self-alientation * reaching out to parents’ fertility clinic — dismissed
* loneliness * online research
* shame * feeling powerless & frustrated about injustice
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Finding my biological
father through Dutch
DNA donor registry

Whenl had all the answers,

the questions changed.

Paulo Coclho

Who is this man to me?
What does he feel for me?
What do | feel for him?
What does he want from me?
What do | want from him?

Entering the next mindfuck.
Discovering new layers of grief.
Feeling guilty towards him (what’s new?) 13

2016

A

d) another health crisis ...

surprised by the immensity of unresolved grief,
realizing | have been storing away my feelings,
censoring my voice,

intellectualizing and downplaying my pain,
keeping a lot of anger inside,

because of

working hard,
playing hard,
living life

v

guilt,

shame,

feeling responsible for other peoples’
comfort.

wanting to protect myself.

still growing ... g%
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XX leen.bastiaansen@gmail.com
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EERBATBELRDIE, BHR R T LD R > L ICRERLTWET, REHICIZHASET
20 ZBR BRI U=y DDl Z1ToTWE LTz, THZDIFEAEDEEBENMBDS
ECRF—AFEEL, BEOHREATVL., RERICOVWTOLENARENEFLOHOND LI
Bo7=DIE 1992 FUEDZ ETT, TOLI BESOFTITEREICH-DER. Dl 2% 5
BELOHIHEDBREENBRINTEEFEATLIZ, ZORRELTDITEENZFEL LK
RBT TR T REEN L, FRTOLRBBIARTIEE LR ->TVLET, L OEEMRR
TRFEHLDTTERTTIHELHY FBAT L, NEARBETORRICE>TTFELDT
TIZDERMICHE ST, FELDTTDIRHDRE Yy 7 DERBCERIIBEROFLH LAIBICH
WETEEEEOBEERBIILIRA VT4 7PORNRFOFEELEEA. TDHER.
DI TEEFNIAANDBEEEMNCT 7HARINTOWAVWDTT, REETIEAAD DI OFEFRR
BEREEHICEMBTFOMBICEI 2RROERE AT LOMERICOVWTEFELET,
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Abstract

The first donor insemination (DI) in Japan occurred in 1948. It is estimated that nearly 20,000
people have been born using DI during the approximately 70 years since that date. However,
we are unaware of the exact number of donor-conceived (DC) people because of the lack of
registration system for donors, recipients, or DC individuals. At the peak of DI in Japan, more
than 20 hospitals and clinics were involved in the practice. They recruited donors and
implemented DI independently, as they saw fit. The Japanese Society of Obstetric Gynecology
began reporting ART results to the public in 1992; therefore, since then, it has been possible to
keep track of the numbers of DI cycles and DI babies. Against this background, DI
practitioners (Ob-Gyns) and recipients (clients) historically did not share information about
donor conception. Consequently, DC people did not receive appropriate psychological care or
other support from professionals. If medical facilities provide psychological care and support
to DC people, they must hire staff and train them for this purpose. However, the burden falls
exclusively upon the medical facility; there are no legal or other incentives to reduce the
resulting burden on medical facilities. In this lecture, | will discuss the historical background of

Dl in Japan and the problems of the Japanese medical system in relation to donor conception.
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DI TEFN-FEHELTOBDORBREEZBFEL LT-WERWET, BAAIC, FAIXIRE.
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T2 EVWERWET, T LT, BREFEOBRIFBE. BAOIV =y IAEBLTWETH,
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MBI EWVWSTZEBBFELLTVELLVLWEBNET,

FHHBTTI. B BIL ATATETHIDLDICEY EIFTWEFEWEY LTWET,
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DI DFESE & IRED DI DEREH

DI DEESEIZDOWT, BATIE 1948 FICE 1 FINTEITIN T, 1949 FICE 1 FlOANEENT
WET, TIHhOHNEAERD DI OFEELTT, HEATIZAID EAMIEN/Y LETIFE, 22T
DI &M B TW/2Z 5 ERBWET,
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Presentation

| am a Japanese person born via donor insemination (DI), and my profession is medical doctor.
Because of COVID-19, over the past 18 months, | have been looking after COVID-19 patients.

This is my presentation outline today. | would like to talk about myself and the situation of the
DI where the anonymity is used as an excuse to ensure that the burden of the infertility of the
parents are loaded onto the child and the individual clinics are managing. However, there must
be a public management and supervision of the entire system, and | appear very frequently on
the media presenting these ideas. This is one example of the newspaper. One reason | accept

many interviews is that | want to advocate and generate increased awareness of the situation.

The history of DI in Japan is as follows. In 1948, the first DI was performed, and subsequently,
the first baby was born in 1949. We say DI or AID; however, today, | will use the term DI. There
were approximately 400 treatment cycles per year. The number of regular infertility treatment
cycles between an infertile couple is increasing, but the number of DI is declining.
Furthermore, there were 400 pregnancies per year at the peak, and very recently that number
is approximately 100-200 pregnancies per year. Of those pregnancies, only approximately 100
out of 200 resulted in birth, and several cases have records of their birthplace. Additionally,
there has been no follow-up for many of the patients. This is the situation of DI in Japan;
however, it has not been studied appropriately. The Japanese Society of Obstetric Gynecology
demands the registration of the hospitals performing DI in Japan; therefore, there were 12

registered hospitals (at the peak), and more than 20 clinics were providing DI in Japan.

The most important issue regarding DI is that DI conceived people unexpectedly receive the
truth of the reality (or are told information suddenly) when there is an unexpected family crisis.
The second case involves what | personally experienced. Accidentally, | found out the truth of
my birth as a consequence of a blood test. In my case, | entered medical school in 1998, and |
became aware of the truth in my fifth grade as a medical student—as part of my clinical
training, | tested both my own and my parents’ blood. As for myself, | was born when my
parents were 44 years old, and my parents were public servants living in a local Japanese

region.

| had questioned why | was born when my parents were rather old, but | had not questioned
my blood relationship. My father, Haruhiko Kato, was born in 1929. In April, he passed away at
the age of 91. However, he lived a long life. In 2003, | was in the fifth grade as a medical
student. In the case of Japan, medical schools consist of 6-year curricula, and this blood test

was an aspect of training.
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Therefore, | conducted a human leucocytes antigen test on myself and my parents. This is an
analysis of the detailed blood type of the leucocytes, the white blood cells. That is me, my
mother, and my father. | tested the blood of all three of us, and then my father and myself. The
results showed that it was both different in two molecules. For example, in the case of myself
and my mother, so A31, so that is common for mother and myself; therefore, there is a genetic

relationship. However, the results indicated no match between my father and myself.

My supervisor (my professor) suggested very casually that maybe | had been adopted. | should
have inherited the molecules from the two parents, but that was not the case indicated by my
blood test. When | returned home, | asked my mother why | am not genetically related to my
father. Suddenly, my mother started to talk and she explained that my parents married in their
30s, but she did not get pregnant. Subsequently, they took a test, and my father was
diagnosed with Azoospermia. Consequently, they received a sperm donation at the Keio

University Hospital, and | was born 2 years later.

| was shocked. | lost my voice and naturally, | asked who my biological father was? | wanted
more information. However, my mother’s response was, “no | do not intend to tell anybody. |
have not told anybody. We never intended to tell anybody until we died. It's your fault because
you tried to find it out on your own.” After that, | had an opportunity to meet the ob-gyn who
treated my parents, Dr. Rihachi lizuka. He was the primary doctor of my parents, and | asked
him whether he managed genetic information, and how he selects the donors? He responded
by saying that he chooses the donors. They are academically high achievers, they have good
physique, and they should be no problem. However, he did not tell me whether he has any
records of the donors. He did not recognize the anxiety of a DI child. This was the informed
consent used by the Keio University for the donor and the recipient. According to this informed
consent here on the right-hand side, the recipients state that they agree and promise that they
will not access the donor’s information but donor-conceived individuals have no chance to
agree or disagree with the consent. And this is the schematic that | prepared myself. This is
Keio University Hospital. Back then, the doctors, including all the clinicians in Keio, would tell
the recipients “you should not tell the truth to your child.” Therefore, the recipient parents
considered that it is better to withhold the truth as it would be better for their children.

Consequently, only the children remained ignorant of the truth. This must be very convenient
for everybody. However, once | knew that | was born through DI, | wanted to know two things.
First, | wanted to know the truth—the fact that | was born through DI. | wanted to know more
details and be provided with explanations about the procedure. And second, | wanted to know

the identity of my biological father. | wanted clear answers.
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Additionally, | wanted to know my genetic roots, | mean, | wanted the information of the donor.
Those who wish to know the identity of their genetic parents should be given access. And here
is the newspaper report on the first DI in Japan. This is Professor Kakuichi Ando, who
implemented the first DI in Japan. According to the newspaper, he stated that DI was much
better compared with adoption. The headline of the news article is “This is the first creation of
an artificial human being.” In the media, there was an extensive discussion of pros and cons.
Various people, the religious people, and the cleric, for example, regarded DI as eugenically
very favorable. However, by contrast, several legal professionals and researchers disagreed
because this was eugenic manipulation, similar to animal experimentation. Additionally, there
was a complete divide between other Japanese professional communities; however, during
this period, there was no conclusion made as to whether DI should be performed or not, and

no answer was accepted regarding whether this is procedure was medicine or not.

Therefore, DI was unclear, and there was no legal regulation. The intended parents agreed to
their treatment conditions such as secrecy, but the child was not in the position to agree or
disagree. Consequently, the number of DI children who know about their conception remains
limited. The voices of the DI children have never been heard; therefore, they have been

ignored. This results in the absence of care for the child.

When | understood the truth, | watched a TV documentary about DI offspring. This is Bill
Cordray, who appeared on the TV. He was trying to find his genetic father. He accessed the
grad list of the medical school of Utah University and attempted to identify the donor.
Subsequently, | copied his approach. | attempted to access the grad list as well as the album
with the photographs of the Medical School of Keio University, and | always carried the list
and photos. There were 400 or so medical students who could have been my genetic father.
These were the medical students who graduated from the Medical School of Keio University
when | was conceived. Simultaneously, | wanted the general public to become aware of this

problem.

Otherwise, no one would know what technology it is about. They would not unable to try to
support DI children if they remained ignorant. Therefore, to ensure that the media provides us
with the correct information, | receive interviews. In Japan, different organizations have issued
their positions about DI, about the legal or ethical aspect; however, no conclusion has been

reached.

Last year, the civil code was partly amended, so, for example, the Japan Federation of Bar
Associations or the Subcommittee on Assisted Reproductive Technology (ART Subcommittee),
and the Health Science Council have been held. However, in 2003, the ART Subcommittee

recommended that the complete information of the donor should be disclosed. This is the only
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positive position held by all of the organizations. Here is the newspaper article stating that the
ART subcommittee has recommended that they should be able to access all the identifying

information of the donors when a person reaches 15 years old.

That is the only response to the advisory question. This was not a bill, and consequently, no
law has been enacted, which means that no regulation has been made about the access to
information by the child. Therefore, we founded the Donor Offspring Group (DOG) with a
group of DI offspring. When | became aware of the truth, | wanted to meet other DI offspring,
but there was no such chance at that time. However, through the internet and newspapers, |

began a difficult search for other donor offspring and finally managed to find my peers.

In 2014, we sent a document requesting the disclosure of information on sperm donors to
Professor Yoshimura, the current professor at Keio University. After a week or two, the answer
was unfortunate—the information from the time of his predecessor, Dr. lizuka, had been
previously discarded and could not be found. It is reported that Keio University Hospital has
recently stopped collecting donors and once stopped AID and DI; however, they restarted the

program in 2020.

In summary, DI has a history of more than 70 years in Japan; however, the details, such as
specific treatment cycles and birth cases, are hardly disclosed. | believe that the problem is
that most of these procedures were performed secretly. Therefore, it is difficult for an
individual fertility clinic to provide support to donor-conceived children and manage the
information of the donor, recipient, and donor-conceived children. Therefore, | believed that it

is necessary to create some form of legal and administrative framework.

This is my son. He does not know who his biological grandfather is. However, for DI children, |

wish that there would be a more fruitful discussion.

Thank you for your attention.

BIAFHmAR mamws ) (@
RoREA
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History of DI in Japan

o JEftEARIALIRE (AID)
“artificial insemination with donor”

« DI “donor insemination”
» DC “donor conception”

« First case performed in 1948
» First female baby was born in 1949
(Keio University Hospital, Tokyo)
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To Gain the Legal Right to Know Our Biological Origin in Japan

AR E=F
Sachiko Ishizuka

B&o AID H4E#H
Donor-conceived Adult from Japan

E B

FESFE 2020 &£, BHAYIOETEMBNER ICBET 2 5FNIZLE L, LA L, b DORDHBZH
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Abstract

Japan’s first law on assisted reproductive technology was passed in December 2020. However,
the law excluded the right to know the biological origin of donor offspring, which we donor-
conceived adults had been expecting. In our lobbying to seek our legal rights, we have
experienced how difficult it is to make people understand the importance of presenting the
truth to children about their conception and the problem of donor anonymity. Many people
believe that the right of donor offspring to know their biological origin places a strain on donors.
However, it has been reported that the working group tasked with amending the law is
preparing to add a clause about the disclosure of limited information of donors. | would like to
explore what kind of strategy those of us in Japan should take to gain the right to know our

biological origin at this forum.
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Presentation

In 2020, Japan’s first law on assisted reproductive technology was enacted. From the time the
bill was submitted until it was passed, we lobbied for the right to know our biological origin;
however, this was not the case. We were wondering why politicians needed to rush to pass the
law when we were actively lobbying. Today, | would like to discuss the current issues with

donor insemination (DI) in Japan and the issues in the future.

Regarding the recent law, | believe that a certain number of people evaluated the first law
regarding ART in Japan. However, | personally had complicated feelings. | am a donor-
conceived person, and | am against sperm donation. The establishment of the law means that
this technology is legally recognized, and | have always had mixed feelings. However,
conversely, | believe that sperm donation can no longer be stopped. Even if a law is enacted or
not, if people desire to use donated sperm, they will be able to do it. If so, | believe that the
proper rules should be reflected in the law, and politicians and professionals must consider a

good DI for the offspring and their parents.

Let me briefly introduce myself. When | was 23 years old, my father got a genetic disease and
| was very concerned that it might be inherited by me. Subsequently, my mother told me that |
was DI conceived at the Keio University Hospital, so my father and | have no biological
connection. Therefore, | never inherited his disease. Additionally, she also told me that she did

not know the details of the sperm donor.

For 23 years, it was a secret hidden from me, and that shocked me greatly. These 23 years of
my life were established based on lies. Even after | knew the truth, my mother still attempted
to hide it. She did not want other people to know the truth. She treated DI as something guilty
and shameful, and that also shocked me. As for myself, | felt that my mother did not respect

me as | am.

When | was 23, | was a student in a graduate school. | believed that the experience for 23 years
had made my identity. However, the very foundation of my life, my biological origins, was denied.
| felt that everything in my life was false, and | was puzzled over the reality of the truth. | started
wondering who | was, and there was substantial anxiety. | think that each donor-conceived

person has a different reason for wanting to know their donor. | wanted to know about my
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donor because | wanted to ensure that two persons were involved in my conception, my mother
and the donor. | did not want to think that | was born by my mother and just sperm (reproductive
material). Consequently, | wanted to meet my donor, and | really struggled with this. | was alone,
and when | talked to someone about my feelings, a number of them would criticize me for
denying my parents—denying my parents’ actions. However, 6 months later, after | knew the
truth about my conception, | could meet other DI people, and | felt relieved because | was not
alone. Additionally, | also felt acceptance of my struggle and anxiety about my birth.
Subsequently, | expanded the circle of donor-conceived adults, and we established the DI

Offspring Group, which is a self-support group for donor offspring in 2005.

Let me discuss Japan’s first law on ART, which was established in 2020. The official name of
the law is “Seishoku hojo iryd no Teikyo oyobi koreniyori shusshoshita ko no oyako kankei ni
kansuru minpd no tokurei ni kansuru horitsu.” The bill was submitted to the House of
Councilors on November 16, 2020, and the law was passed on December 4, 2020. The law was
passed less than 3 weeks after the bill was submitted, and it is stated that the primary purpose
of the law is to determine the responsibilities of the nation and the healthcare workers and
also to define the parent—child relationship built by donor conception. What was defined by the
law is that when a woman has a child by using donor sperm, the consenting husband cannot
deny the child as illegitimate. Additionally, the woman who gives birth is considered as the

mother of the donor-conceived child if she used donated eggs to get pregnant.

This law does not set any rules as to who can use this technology under what conditions or
who can become a donor. Just 15 riders, or supplementary resolution, were attached, which
resulted in the passing of this law. We desired the right to know about our biological origin, but
the right to know is also treated as specified in the supplementary provisions. These provisions

specify that the situation will be considered in the next 2 years.

In the past, there were several attempts—the Assessment Subcommittee for Advanced
Medical Technologies of the Health Science Council submitted a report in 2000. And in 2003,
a Subcommittee of the Health Science Council also published a report. Previously, every
several years, there would be new developments in this area, and the Ministry of Justice
Subcommittee on legislation for parents, children, and children related to assisted reproductive
medicine discussed the issue and submitted a report. In response to these reports in 2003, the
contents of (1)-(5) enclosed were reported, and it stated that the law would be based on the
report by the Subcommittee of the health Science Council. However, | heard that the members
of the Diet were against it, and it consequently did not become a law. However, the report

included that donors’ identifying information should be disclosed to donor-conceived adults
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and that the commercial purposes of donations and gamete donation within the family circle
should be prohibited.

Additionally, we also appealed to this issue through lobbying in 2020. We desired the law to
utilize the content of the discussion so far. Although there were reports issued by various
experts after spending so much time discussing it, they were hardly reflected, and the law,

based on a proposal from a 2014 LDP project team, was passed in 2020.

In 2020, we conducted extensive lobbying activities, and our specific request was the
recognition of the right to know one’s biological origin; storage and management of information
on donors, recipients, and donor-conceived children as soon as possible; and the creation of a
system to disclose their information. However, the law was passed 3 weeks after the bill was
submitted, so our requests were never considered. Through lobbying, | felt that lawmakers
were unaware of the situation and the issues surrounding donor-conceived people. Additionally,
| believe that there are assembly members who have a negative opinion about the right to know

the biological origin.

| recognize that it is important to define the parent—child relationship in the case of donor
conception, but | think that it should be defined by not only who the father or mother is (of
donor-conceived children) but also the donor’s legal position. Many parents are worried that
the donor may intervene in their child’s life one day, and the donors are also worried that they
may have future obligations to donor-conceived children. Therefore, | believe that the law
should state the information of the mother and father of donor-conceived children but also the

donor’s legal position.

| feel that our desires as donor-conceived adults have not been sufficiently understood. | want
to increase awareness about us. | think the most troublesome and important issues around
donor conception involve telling the truth to the children of anonymous donors. As highlighted
from my experience, the delaying of telling the truth to the children also increases the risk of
severing the relationship between parents and their child. Additionally, we often saw cases
where parents were unable to hide the fact and told the truth in a serious situation; however, |
believe that the truth should be told because of the benefit it provides in creating a better
future for the child.

Additionally, many members in our group are worried about visiting medical clinics and
hospitals because they do not have the donor’s information and therefore lack their biological
background. Additionally, there is a risk of consanguineous marriage. When | was born, there

were no rules to limit the number of children per donor. Consequently, | believe that | have
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several half-siblings. Currently, according to the guidelines of the Japan Society of Obstetrics
and Gynecology, up to ten children can be born from a donor. | want to know my donor because
| am uncomfortable that without this information, | will not know who | am. | know that

identifying the donor would not resolve all of my problems, but | still want to know him.

Some people are opposed to the right to know the biological origin. Their objections involve
the protection of donor privacy and the prevention of donor shortages. Furthermore, some
people are also afraid of the situation whereby a donor child would find his/her sperm donor,
appear suddenly, and say, “I am your child.” However, this situation will not happen. We
understand that it is not retroactive; we will never know our donors. After the right to know the
biological origin is granted by the law, only people who can disclose their identity will donate
sperm or eggs, and those who do not want to disclose should not become donors. This may
result in a donor shortage; however, | feel that DI should be stopped if it does not succeed

because of donor shortage.

What we need now is not a discussion about how much we can accept or tolerate to continue
the current DI technology. If we are going to continue this technology, we must find ways that

will satisfy everyone involved.

Seeing my recent involvement in lobbying, my parent probably thinks that they are bothering
me because they used DI, and | believe that my lobbying may be bothering my parents too.
After all, if a child does not feel happy, perhaps the parents do not think they are happy, and
conversely, if the parents are not happy, the child does not think they are happy either. Al
believes that everyone chose DI because they wanted to create a happy family. If so, | think
that we should pursue DI in such a way whereby not only parents and children but also donors

can be happy.

As a child, | wanted the truth to be told earlier. | wish that they would not treat DI as something
that requires hiding. | desire an environment where donor-conceived people can access the
donor’s identifying information when they need it. | am sure that the parents have their desires;
therefore, the rights and the desires of the parties should not be restricted. If DI is the kind of
technology that has to impose restrictions on this, it is not worth undertaking. We need to think

of ways to satisfy everyone through technology.

The existence of donors was quite hidden until recently, but if we continue DI, | think that it
should be more transparent. | am sure it is different between sperm and egg donors. In the

case of sperm, you do not need medical assistance. People can find a donor via SNS, and it
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has become a big issue recently. Therefore, as long as DI cannot be stopped, we must consider
appropriate rules and regulations. Now, as for egg donation, | feel that it is a little difficult to
think of egg donation in the same way as sperm donation. Egg donors would have to bear a lot

more of the burden.

As for the present legal developments in Japan, after the law was passed in 2020, there was a
parliamentarian league that established the future of assisted reproductive medicine. The
league was launched in December 2020, and they held general meetings and invited parties
and experts. They held 14 meetings in total. According to a newspaper last month, it is reported
that various pending issues will be revised by the end of 2021 and submitted to the ordinary
session of the Diet in 2022. However, what | am still concerned about is that the scope of donor
information to be disclosed will be considered in the future. | believe that the disclosure of a
donor’s identifying information is important, and | am sure that information restriction will
adapt to reduce the burden on donors. The experts who decide whether it is okay to disclose
the information at a specific time by analyzing the situation of the child and the donor and
assessing whether a third party can appropriately enter between the child and the donor and
disclose it with confidence are important. | believe that the existence of the experts is a more

realistic response to reduce the worries and anxieties of providers by creating a support system.

| believe that there are two stages about the right to know the biological origin. If parents do
not tell their children about conception through DI, the children are unable to have a chance to
consider if they want to know the donor. The law guarantees only this right part (providing
donor information, slide 11), but | think the support parents for telling is needed. Not all children
want to know about donors, and the timing at which they wish to find out the donor would differ
from child to child.

Today, | was able to hear stories of lobbying and various stories in other countries where the
legal response precedes that of Japan. | hope we can discuss the potential strategies required

to gain the right to know our biological origin with everyone who is participating in this forum.

That is all for me. Thank you very much.
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| want to begin by thanking everybody for the opportunity to take part in this exciting, and |
think most of us would agree, very challenging forum. I'm delighted to be sharing with the four
contributors and with Yukari. We have heard very powerful and personal experiences and
journeys of these four people who in many ways are pioneers. They've talked about their
parent’s decision to use a donor, and the fact that the donor has considerable significance and
importance for them. Their experiences have not all been the same, but they have talked about
their desire and the efforts they have made to change the system in different countries to allow

them to follow through on the significance and importance of a donor.

These four people are, if you like a part of a worldwide trend of donor conceived persons
who are wanting to have access to information about the donor and to the possibility of meeting
them. There are now large numbers of donor conceived people who are using DNA testing to
try and find the donor. But it's not just DNA testing, there are people who are using the social
media and media websites and many groups that have now been formed to try and locate their
donor. Over 30 countries in the world have now legislated that donors cannot remain

anonymous. In other words, they must be available to the donor conceived persons.

Japanis not one of those that 30 countries, and of course this forum is designed to hopefully
move in that direction. We're now living in a very different world than what we were previously.
The previous world was characterized by donor insemination and sperm donation and egg
donation as being characterized about secrecy and that the donors would always be

anonymous.

Three years ago, | was approached by a woman in her seventies who had discovered at the
age of 50 that her family had been built with the help of a donor. She had traced the donor
through DNA testing and had discovered that he had died. She discovered, however, that there
were two sons and a daughter from this donor, and she knew who they were and asked if |
could facilitate a meeting between them. It was a very challenging time for all of the parties
involved, but it was very successful and there have been good relationships that have been
established.

Even at the age of 70, people are seeking out the donor that helped make their contribution
to them being a person. What | planned to do today and my contribution is to say, that there
are two main arguments that are often put forward that oppose donors being known to others.
In other words, people who argue that they should be no contact between the donor and the

offspring. I'll put these arguments forward and then | want to try and respond to them, exploring
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them and challenging some of the arguments that are used. First of all, the argument is often
that the donors should remain anonymous so as to protect the families that have used donor
conception. In other words, the donor is perceived as a threat and in this argument, there is a

belief that having access to the donor would be damaging to family relationships.

There is a desire to maintain the family boundary based on the parents and the child
offspring and the presence of a donor would in effect amount to interference in the family. For
some, perhaps it is easier to argue this when the child is a child and the parents are forming
their family. However, we are focusing on adults and not children, and the family has become
a family. | want to talk a little bit about some research that | have been involved in not at New
Zealand, which shows that parents had often been encouraged to keep their family building

history a secret and pertained that the donor did not exist.

We've heard about that from each of the four contributors tonight, but as the offspring
became older, this approach did not feel comfortable to these parents and many parents
started to question whether they should be keeping it a secret. This was especially so when
the children started to ask them, where did | come from? The parents felt very uncomfortable
and did not want to lie to their children. They asked for assistance on how to share the family
building history with the children. It's very interesting that they often said, how do | tell my child

that they were conceived as a result of donor sperm?

My response to them is that a different way of looking at this is how do | share with my child
and our family building history, because this is a story about us as a family, if in fact you focus
the story on the child, you stand the risk of marginalizing the child and the child feeling very
different. If there is a difference, it is that the family is different not that the child is different.
What these parents reported was that it was secrecy about family building history that was
damaging to family relationships, not the presence of a donor. It was as a consequence of that,
that it was not possible to find the donor and information about them. We know from research

a lot about family secrets and their impact, and it is not a good picture.

We've heard accounts of that today. If you are keeping your family building history a secret,
you are by implication saying that you are ashamed of what you have done, because we only
keep secret those things we are uncomfortable with or ashamed of. Of course it was doctors
who frequently advised the parents to keep it a secret. One of the studies that | was involved
in was of 21 adult donor conceived persons aged between 19 and 46. This is quite a wide range.
They came up with a number of different conclusions, which | want share with you because it
challenges this notion that the family in some way will be disturbed or will be harmed because
of the presence of a donor. What the offspring said is that when | think about viewing myself,

that this is impacted by family relationships. In other words, my identity is impacted by family
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relationships.

If I want to try and understand the family history, that's impacted by family communication.
If | want to ask the question who is my family, that's impacted by our understanding of
connectedness and of kin relationships. I'm suggesting that we are entering a new era in
relation to donor conception and that that new era is one that could be seen to be proactive.
We actively encourage openness. We are actually encouraging openness in terms of
relationships and work needs to be done with parents to get them to the stage where they feel
confident enough to share that history and that information. Parents set the culture for family
relationships, but those parents are influenced by professionals and perceived social attitudes,

and we need to work to change some of those.

Some people wanting to protect the family would argue that there is no need for donor
conceived persons to know the identity of a donor or to have contact with them. Well, we have
heard today that that is not the case. | want to ask you, if you did not know about half of your
genetic history, would you want to know? It's part of me, its part of what is important. Some
people in wanting to protect the family may also argue that genes are not important, so the
donor is irrelevant. Well, yes, but here's what some of these people in the study said and | think
it's all very important in terms of how they understood the family and how they understand the

donor.

All of the people spoke lovingly of their families and | think again, we have heard that today.
They talked about genes not being the basis for making a family. They talked about love,
relationships and shared experiences are the factors that make a family. All participants made
a clear distinction between dad and the donor. They saw these as two different people, and
some of them were especially close to the non-genetic parent. As one of them said, “to--- to be
a dad, takes a lot more than a genetic link”, but these feelings did not rule out the interest in
the donor and half siblings, but they did not see the link with the donor as necessarily being

primarily an emotional one.

The interest or contact with the donor was perceived by some parents as negative and this
is what the donor offspring were saying was seen as being disloyal or ungrateful. How could
you want to know about the donor? We are your parents, they would argue. Well, over half of
the people in this study were uncomfortable about not knowing the identity of a donor, and the
not knowing had become an obsession for some of them. And | think we heard Leen talking
about that. Those people who have met the donor, talked about how this had been a freeing
experience. This and contact with half siblings had helped with identity issues and
understanding of family. Five of the 21 had met half siblings and a further nine would like to

meet the half siblings, so the contact and the focus has not just been on the donor, it's on the
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extended family, if you like.

In summary, confidence in family building is crucial and arising from this, the importance of
sharing and communication is key to the wellbeing of the family. We need to ask the question,
who is it that is arguing that the family needs protection and on what basis. | don't hear that
argument coming from the donor offspring. If you feel you need protection, you are always

going to be on the defensive and scared, and this will impact on family relationships.

The second argument that is put forward against donors being identifiable is that if you
remove anonymity, we will not be able to recruit donors. This is an argument that is often made
by those providing clinical services to the infertile, and is based on responding to the persons
in front of them. When the doctor is seeing a couple or an individual, then that is the person
who is presenting the issue. But this is not just about treating infertility. This is also about
building families and family matters are not in evidence when the couples are being seen in
the clinic. But rather later as the child is growing and becoming an adult. These are the times
when issues like this will begin to emerge. It is argued that the donor is anonymous. In other

words, the donor is unimportant.

One person a few years ago actually described the donor as a non-person. Seeing the donor
as just someone who donates their gametes as a means to an end is unhelpful and quite
unrealistic. It is only the gametes that are important in this argument, not the person. Our
contributors today have said that this is not how they view it. These people, the donors are very
significant and very important. It is argued that donors would not be available, if donor
anonymity was removed. There are a growing number of studies that say that this is not so. In
Sweden, the first country in the world to remove donor anonymity, there was a decline in the
number of donors. But then research, that | and one of the gynecologists undertook, showed
that the number of donors had increased since the removal of anonymity. But what was
significant was that the types of donors who were donating became and were very different.
They tended to be older men, married men and with children, in contrast to the donors of the

earlier era, who tended to be younger, single, and not have any children.

The issue about recruiting donors has always been a difficult one for clinical and for the
medical profession. But we need to change the culture. | think we need to see the donor, not
only as a person, but as a very valuable person as our four contributors tonight have said who
wants to contribute. | think in my experience, the adult donor conceived people want to see
and hope that the donors are kind and helpful people who donated because they wanted to

help. They wanted to contribute something that is of value.

From an offspring point of view, the message is that they hope donation is based on

kindness and concern for them. There is nothing to fear about contact and in fact, there are
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many positives. Previous donors and we have been working with many of them in New Zealand
who were recruited -- when the system was one of anonymity, more than willing to share
information and to meet, but the whole process of managing that becomes very challenging

and has to be very carefully managed.

| should also point out that there has always been a shortage of donors, both egg and sperm,
and there will continue to be a shortage of sperm and egg donors, not because of anonymity,
but because donating sperm and eggs is not something that lots of people want to do. My
suggestion and conclusion is that we can think about the old era, which was characterized by
secrecy and anonymity, but that old era is old, and what we're looking at now is a new era. But
of course, some people fear changing from the old era to the new era and the arguments that
have been put forward, and I've suggested two have them, have to be challenged. There is

evidence available that these arguments do not stand up to close scrutiny.

If you think about the rights and needs of the people that we've heard from tonight, then
why is Japan not moving in this direction? This has started to change in terms of what we have
heard about tonight, but the challenge is to continue it. Often, the arguments are made about
the rights and needs of a different parties being in conflict. There would be parents, the donors,
the offspring, and of course, the health providers. Such an approach tends to mean that there
are winners and losers; somebody has to come out on top. The research and professional
evidence indicate that if we change our focus to a much more positive view of family building
with the assistance of gamete donation then this is a win-win situation for everyone. It is more

positive for offspring, for family relationships and for the donor.

One final comment, legal change is very important, but it must be accompanied by cultural
and attitudinal change. The legal can of course, promote these changes and | hope that we will

see that happening in Japan.

Thank you.
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[Online International Forum)

A report on the IGS home page:
https://www?2.igs.ocha.ac.jp/events/2021/07/20210829/

Why Is the Right to Know Important?

The experiences and Thoughts of Donor-conceived People

®Date/Time: August 29, 2021
15:00~17:30 (JST)
18:00~20:30 (NZST)
15:30~18:00 (SCST)
08:00~10:30 (CEST)

®\enue: Online (Zoom Webiner)

@Presenters
Damian Adams (Donor conceived in Australia)
Presentation title: A Personal Journey for Legislative Change
Leen Bastiaansen (Donor conceived in Belgium)
Presentation title: Being Donor Conceived in Belgium
Hideaki Kato (Donor conceived in Japan)
Presentation title: 7The History of Donor Insemination/Conception
in Japan and Confronting Ethical Issues
Sachiko Ishizuka(Donor conceived in Japan)
Presentation title: 7o Gain the Legal Right to Know Our Biological Origin in Japan
®Discussant
Ken Daniels (University of Canterbury, New Zealand)
@®Moderator
Yukari Semba (Project Lecturer, IGS, Ochanomizu University)
® Language
English and Japanese (simultaneous interpreting)
@®Number of Participants
187
@®Co-sponsored by
JSPS KAKENHI Grant Numbers (18K00034) and

Institute for Gender Studies, Ochanomizu University
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®Report

In 1984, for the first time in the world, a law was passed in Sweden to guarantee the right of
people conceived by DI (donor insemination) to obtain their donor information. Since then, other
countries have also established laws to secure donor-conceived offspring’s right to know their

donor. However, many countries, including Japan, still maintain a policy of donor anonymity.

For this forum, we invited four donor-conceived persons from Australia, Belgium, and Japan
and asked Professor Ken Daniels to act as discussant. Prof. Daniels has conducted research
on families formed by donor conception and on issues relating to donor anonymity and donor
offspring’s right to know their biological origin. The purpose of the forum was to discuss the

importance of donor information and biological origin for donor offspring.

The first presenter, Damian Adams, was DI conceived in South Australia. He has been
lobbying for more than a decade to amend the state’s law to ensure donor offspring’s right to
know their donors. He talked about his experiences, including the pain and suffering he
incurred lobbying to seek revisions of the law. He also mentioned the importance of

professional support, including social workers, psychologists, ethicists, and scientists.

The second presenter, Leen Bastiaansen, is a Belgian DI-conceived woman. She shared her
experiences as a donor-conceived adult in Belgium and explained why she sought her donor
information. In Belgium, with some exceptions, gamete provision is legally required to be
anonymous. Together with other DI offspring and their supporters, Ms. Bastiaansen has lobbied
to seek legal guarantees for the right of donor-conceived offspring to know their donor
information; however, Belgium still maintains a policy of donor anonymity. Ms. Bastiaansen
happened to find her own donor after appearing on a television show in the Netherlands. But
she said that she encountered new problems thereafter. For example, the donor was nice to
her and looked at her with the gaze of loving father watching his daughter, but he was still a

complete stranger to her, so she felt uncomfortable with his attitude.

The third presenter, Hideaki Kato, is a Japanese DI-conceived man. He discussed his
experiences as a donor-conceived person in Japan as well as the historical background of
Japanese DI and his opinions about the situation regarding Dl in Japan. He is a medical doctor,
so he spoke from a professional standpoint about the problems of the current medical system

regarding DI in Japan.

The fourth speaker, Sachiko Ishizuka, is a Japanese Dl-conceived woman. Her father

suffered from genetic disease and she was worried about whether she would inherit it. To put
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her mind at ease, her mother told her when she was 23 that she had been conceived by DI.
While Ms. Ishizuka was relieved to know that she had no genetic connection with her father
and no longer had to worry about inheriting the disease, she realized that her parents had
concealed the circumstances of her conception from her for 23 years and felt that her life had
been built upon lies. She said that she wanted to know who her donor was because she wanted
to assure herself that she had been born from a real man, and not just faceless sperm. Ms.
Ishizuka has lobbied for the abolition of donor anonymity and for establishment of the right of
donor offspring in Japan to know their biological origin. She said that she wanted more people
to understand the importance of knowing one’s biological origin and the problems caused by

donor anonymity.

Discussant Ken Daniels said that there are more and more cases worldwide where donor
offspring want to obtain donor information and meet their donors. He introduced cases in which
donor offspring used DNA tests, SNS, or websites to find their donor or half-siblings born from
the same donor, noting that many self-support groups of donor offspring or parents of donor-
conceived children have been established in the world. He also said that some people oppose
the abolition of anonymity based on the idea that revealing information of sperm donor may
damage family relationships, and that although many parents of donor-conceived children were
advised by medical professionals not to tell their children about their conception by DI, many
donor offspring were aware that there was something secret about their family. Prof. Daniels
has been involved in many research projects, through which he became familiar with the
thoughts of donor offspring. Some Dl-conceived adults who were the subjects of his research
said that their identity is greatly influenced by family relationships, and while the parents who
raised them are important, it is also important to know their genetic background. Prof. Daniels
mentioned that trust is important for family formation, so growing up in a secretive family has
a negative effect on the child’s identity formation, and living with a secret also has a strong
negative effect on people. He also introduced the Swedish case. Sweden was the first country
in the world to legally abolish donor anonymity; after it did so, there was a decline in the number
of donors just after the law came into force. However, the research that he and his colleague
conducted some more years later showed that the number of donors increased following the
abolition of anonymity, and the nature of sperm donors changed from young college male
students to older married donors with children. He also introduced his research on donors in

New Zealand, which showed that many donors are willing to disclose their information.

In closing, Prof. Daniels said that donor shortages are inevitable even if anonymity is
maintained, and that the abolition of anonymity and the decrease in donors are separate issues.
Unless legal changes are made, social attitudes will not change. In other words, society will

recognize the importance of abolishing donor anonymity if and when legislation is established
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Why Is the Right to Know Important: The experiences and Thoughts of Donor—conceived People

to secure people’s right to know their biological origin.

This forum attracted public attention and nearly 190 people, including donor-conceived
adults, parents of donor-conceived children, intended parents, researchers, and Ob-Gyns, as
well as members of the media and the general public, participated. The forum also was
featured in Internet articles in HuffPost and Yahoo News (both dated August 30, 2021) and in
the newspaper Shimbun Akahata (dated September 17, 2021).

Reported by Yukari Semba (Project Lecturer at IGS, Ochanomizu University)
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